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SUWARY CF THE SECOND TECHN CAL ADVI SCRY COWM TTEE MEETI NG
Ranmada I nn, Rosslyn (Arlington), Virginia
June 11 and 12, 1979

Present:

Menbers: D. Bebee; E Boggs; J. Denpsey; J. Drage;
M Fithian; R Gettings; D Heppel; S Katz;
N Lourie; R Varela (representing F. Bowe)

Staff: E. Beard; E Gollay; N Houston; S. Jacobson;
K. Lapidus; W Mrgan; V. Nelkin; E Sobel

Federal: K Rogge; M Kapp; L. Haber
Absent: A Halpern; M Kirkland; P. Magrab, nenbers
The nmeeting was chaired by Hinor Gollay, Principal Investi

gator for the project. The key itens discussed are
summari zed bel ow.

1. Introduction of the participants and review of the Agenda
( At tached)
2

. Review of Progress to Date

~ Project staff reviewed the progress of the DD
Definition Inpact Study Prolhect or the Commttee.
t

AQarification was nade o e purposes of the study. This
project is apparently not the "report to Congress.” Project
staff are still waiting to hear it they will be funded to

performthe additional tasks. The field studies are
progressing well and two site visits have been conpl et ed:
Massachusetts and M chigan. Project staff will prepare
docunents based on these visits.

_ Communi cation with the Advisory Coonmttee and ot her
interested parties has included the revised initial issue
paper, summary of the first TAC neeting, and the first
newsl etter.

The description of the DD popul ation is underway, and
docunents related to the projections were distributed.

The proposed operational definition, which goes beyond
the scope of the original contract, wll prove useful for
both service providers and planners. It Is inportant to
describe functional limtations that tell about service
needs in order to plan. Thedi scussion centered around
using existing data, and maki ng reasonabl e approxi mati ons.
The first cut at operationalizing functional limtations is
reflected in the materials distributed by Einor Gollay and
Eugene Sobel, who have been working on the popul ation tasks.



3- D scussion of Field Studies

The field study consists of site visits to a nunber of
states to gather infornmation in as nuch detail as possible
regarding the inpact of the new definition of devel opnent al
disabilities. The field teans are interested in the various
actors in the state DD prograns and what, if any, changes
are taking place or are antici pat ed.

_ The staff had devel oped guide questions to ask duri _ng
Interviews of state personnel, and devel oped research gui des
for each conponent of the DD systemto be visited:

The DD Pl anning Councils

The Adm ni stering Agencies

Cooper at i ng Agenci es

Provi ders

Consuner s

Protection & Advocacy Systens (P&A)
University Affiliated Facilities (UAF)

Contact was made with the Drectors of the DD P anni ng
Councils in Massachusetts and Mchigan, the first two states
chosen. The Directors arranged appoi ntnents for the two
field study teans (Hinor Gollay and Val erie Nel kin, Massa-
chusetts; Sol onon Jacobson and Carol yn Levin, M chigan) dur-
!n? their three day visits. Response was good and nuch
information was gathered. Three tine periods provide a
framework for the site interviews:

Past Present Fut ure

Peri od of Si nce passage U to 2-3
Novenber, 1978 of New Act years from now
(as of time Act

Passed)

The intent of the field study is to determne the
fol | ow ng:

critical points of change

di rections of changes

responses to changes

strategies for mtigating problens

Possi bl e changes may be in the conposition and function
of the DD Planning Councils, in the participation of
cooperating agencies, and in the status of the original "Big
Four" advocacy groups (MR Cerebral Pal sy, Epilepsy,
Autism. As aresult of the study the staff hopes to
descri be what is happening at the State | evel, point out the
amount and kind of technical assistance needed, specify the
def i ?i tidon in order to nake it operational; and detail costs
i nvol ved.



Val erie Nelkin presented the site report on Massa-
chusetts and Sol onon Jacobson presented the Mchigan site
report. A summary of these reports may be found in the
Aﬁpendlx. ~The overall issues fromthe site visits include
the foll ow ng:

« (Questions concerning Council menbership (Wo i
Devel opnental |y Disabl ed? How will that
deci sion be nade and by whon? How will the
mentally retarded be represented?)

« The relationship between the DD Council and
Vocational Rehabilitation. (WII the two
agenci es work closer together?)

e Planning and services for children and/or
adul ts

e e of the definition by providers and by
pl anner s

e Links with other systens e.g. transportation
« Focus on nedical aspects of disability and
inplications for health insurance related to
the concentration on the nore severely
physi cal |y disabl ed

e Enphasis of Protection & Advocacy Systens
especially with regard to P.L. 94-142

« Are new persons being served or are indivi-
dual s nerely being re-I abel ed?

e Access to DD services for all handi capped

e The relationship between the new DD
definition and Section 504 of the
Rehabilitation Act of 1973

« Privacy and confidentiality concerns of
Devel opnental |y D sabl ed i ndividual s

e Application to very young children, especially
wi th mandate on prevention/ early intervention

e Continuity for client (If client inproves, is
client no | onger DD?)

e Parental representation on the DD Counci

e (onsistency of eligibility criteria across
vari ous prograns



DD Popul ation Boundaries: (Wat |ies inside,
what falls outside? Can states serve |ess
than, or nore than,the total DD popul ation?)

« To what extent are the chronically nentally ill
bei ng served in DD prograns?

* The relationship between DD and Title M|
regarding eligibility criteria (no age of onset
intitle VI)

« The interpretation of very severe functional
limtations in one area (e.g. deaf). (Is this
per son Devel opnental |y D sabl ed?)

e Jdentification of those nost at risk of
becomng DD wi thout intervention

« The mldly handi capped—w || they now be
over | ooked?

Revi ew of Met hodol ogy

The field study procedure for the project includes site
sel ection; preparations for site visits; neeting with DD
Counci|l staff and other agencies; transcribing interviews,
and witing reports. The final case studies will be sent
to the Executive Drectors of the Councils who will nake
them avail able to other interviewees, after verifying the
validity of the reports.

The inpact variables concerning the new DD definition,
both internal and external to the DD System were discussed
by TAC nenbers. Internal variables include issues such as
Counci | nenbership and allocation of DD funds. External
vari abl es include issues such as relationshi ps anong
agencies, and the inclusion of the chronically nentally ill
or other groups. A TAC nenber suggested exam ni ng what
happened when Auti smwas added to the DD definition in 1975.

| npact Variables - New DD Definition

The follow ng inpact variables were |isted and
di scussed by TAC partici pants:

Variables Internal to DD Program

« Menbership on DD Counci l

- Consuner_ Representation
- Agency Representation

-Al |l ocation of DD nonies—bPriorities



Vari abl es

Extent of Council's know edge of new
disabilities

Higibility for recipients of DD services
Counci | staffing needs

DDPC structure and organi zation

Legi sl ative inpacts

Executive Oders - Are changes needed?
Locus of the adm nistering agency

Are grantees likely to change?

Monitoring activities/evaluation activities of
DD Gounci |

Planning activities of DD Counci l

Expertise in assessnment/eval uation of
functional inpairnents

Leadership role of DD Council

Description of the DD Population (who is in,
who is out)

The use of sel f-description by Devel opnental |y
D sabled individuals for eligibility purposes

Labeling - Are new | abel s bei ng created?

External to DD Program

Rel ationship with Vocational Rehabilitation/
Title VI1 (Conprehensive Services for

| ndependent Living P.L. 95-602)

Wse of Title XIX

Rel ati onship with Mental Heal th groups

Rel ati onshi ps with advocates for the deaf,
the blind, and other disability groups

QO gani zation/ Structure at the State |evel
I nplications for the mldly handi capped

Vol untary sector-organi zati onal aspects/
consortia



* Relationship with Protection & Advocacy Systens
« Methods of outreach/explaining new definition
« Legislativel/policy changes

e (osts of the change in the DD Definition

Conti nued di scussion of field studies

The original plan called for site visits to six states,
and tel ephone discussions with representatives of states not
visited. An alternative was suggested of visiting four
states for indepth interviews wth additional "mni studies"
of other states.

Massachusetts and M chi gan have been conpl eted; ot her
potential states to be studied include Texas and/or Califor-
nia, South Dakota or Mdntana, Oegon, Puerto Rco or Hawaii,
and Georgia or West Virginia.

4. Popul ation Inplications

A nunber of docurments relating to the DD popul ation
were distributed to the attendees. The followng materials
were distributed at the Technical Advisory Conmttee
neeting: *

The Survey of Incone and Education as a
Source of Popul ation Estimnates of
Devel opnental Disabilities

FormSIE-1 Survey of |nconme and Education Dept. of
Conmer ce, Bureau of the Census

Sone Issues in Estimating the S ze of the
Devel opnental | y D sabl ed Popul ati on

Packet of Materials on the New Devel opnental |y D sabl ed
Popul ation: Conditions, Functional Limtations, and
Servi ce Needs:

(conti nued)

*It should be noted that sone of the materials distributed
to the Technical Advisory Conmttee were devel oped in part
under a separate contract being conducted by Bron d evel and
Associ ates, with Gollay & Associates as a subcontractor,

for the Governor's Council on Devel opnental Disabilities in
I'llinois. This other contract has provided a State-specific
per spective and an opportunity to test the applicability of
certain naterials in a State context.



I  An Qutline of Conditions that May Result in a
Devel opnmental D sability

Il A List of Conditions and |npairnments that Mght Lead
to a Devel opnental Disability

Il Links Between Conditions and Likelihood of
Substantial Functional Limts

IV Definitions of Functional Limtations for
Devel opnental D sabilities

V A Suggested Taxonony of Services for Devel opnentally
D sabl ed Peopl e

VI A Framework for Matching Functional Limtations and
Servi ce Needs

(Al information provided in these naterials is in
draft formand should not be quoted or reproduced,) The use
of the Survey of Inconme and Education (SIE) (U S Dept. of
Commer ce, Bureau of the Census) data as a source of
popul ation estinates of devel opmental disabilities was
di scussed by participants.

~(nhe way to describe the DD population is by using
specific conditions, and building up fromthere. Al so, how
|1 kely are certain functional limtations to result in which
services? The discussion centered on describing the
popul ati on through the follow ng progression:

Condi ti on—unctional Limtation—Service Needs—ti kel ihood
of bei ng
net

e TAC nenber suggested that an inportant
determnant in describing the DD popul ation is
tine since onset (of the disability). The further away
fromthe time of onset the |less chance there is of
remedi ati on by technology. That is, change capacity
decreases with timne. e of onset can be used as a cl as-
sifier and enables the focus of resources. Tine since onset
has direct bearing on service needs. Services nay be
primarily supportive, or nedical. There are probably a
significant nunber of conditions that, if treated adequately
with technical services, would likely not be DD.

_ Participants al so discussed classification of nental
di sorders, especially the determnation of which childhood

conditions lead to chronic conditions. It is, of course,
easy to abuse a |ist of conditions. A so, |anguages of
description vary widely. Communi cation w th others using

t he same | anguage is inportant.



The followi ng purposes/aspects of Data Col | ection were
listed by TAC partici pants:

1. List of descriptive and analytic vari abl es
2. Qperational definition

—or Research and Statistics purposes
—or D agnostic purposes
3. For use by policy nmakers—eonsi der
ramfications in terns of categories

4. Politics and planning are difficult to separate
Continuati on of Popul ati on D scussi on

An Advisory Commttee nenber pointed out that we nust
recogni ze political realities and that our judgenents in
deciding functional criteria and types of services are com
promse judgenents. |t becones a matter of one cutoff vs.
another. The way to get out of this situation is to nmake
the best judgenents we can, protect the political aspects,
and build in the ability to add a quantitative di nension
(e.g. to conditions). W can nake two statenents about
cutoffs, offering informati on about both, so that the
options can be known.

Two avail able cutoffs:
e Activities of Daily Living—Use functiona
criteria
e Conditions—ist specific conditions but
recogni ze the limtations.

For accountability purposes, using two cutoffs
can provide a |look at the ﬁopulat|on_thrpugh bot h pat hs,
with sone flexibility in the classification system

~The TAC feels that |abelling issues and political
realities remain crucial aspects of the process of
identification. Constituency group notivations involve
exi sting prograns, the discrimnation felt by certain
subgroups, and the interaction between parents and
physi ci ans regardi ng specific di agnoses.

Anot her inportant elenment is what to do with the
out cone of the population study and how to present it.
Dfferent audiences for the popul ation products and the
operational definition include planners, politicians,
providers, and consunmers. TAC suggestions on presenting
Information to politicians/legislators:

* Do not go into technical details; use sinple
terns
e Sumarize for legislators

* Introduce concepts of severity and chronicity



Much di scussion and disagreenent followed on the system
of classification of DD, the relationship of this to the
definition and to plannlng purposes. The follow ng were
TAC suggestions/additions to project materials:

Additional Indicators for Functional Limtations

(Note that najor residual disability can be prevented
with appropriate nedical intervention at the right
point I1n tine.)

Chronicity

Short term—acute (mninal residua
effects?

Termnal before 6 years

Termnal before 22 years

Likely to last indefinitely

onw >

Probabi lity, Likelihood

?k%h medium |o

for preC|se percentage t hen

cl uster

Take actual incidence rates and see
how they cl uster

O o

Consensus :

Send naterials to TAC nenbers and
ot hers

Focus on non-| ow i nci dence; hi gh

| i kel i hood; then |ook at Jurlsd|ct|on
If look at responsibility wll have
maj or state variations

More useful to indicate services
needed

Dfferentiate between devel opnenta
disability and devel opnent a

di sor der

m o 0o ® »

Conti nued D scussion of Popul ati on Docunents D stributed

D scussion centered on the best use of the popul ation
materials. The follow ng are TAC suggestions for additions,
del eti ons and not ati ons:

Docunents | and Il (Conditions)

e Add "head injuries”
 Note difference in probability of recovery
* Add another columm for the etiol ogy

Docunent 111 (Conditions and Likelihood of
Li mtations)

Add conditions
Add"hi gh preval ence”; "high |ikelihood"




Docunent V (Taxonony of Services)

e e the existing list of services in plan

* Do not need extrenely specified |ist

e List functional limtations and nost
rel evant services

» IUse GSS (Government Services & Systens) |ist
of taxonony and groups services

_ The Farticipants agree that the overriding concern
is to enploy the format that nmakes the nost sense—and to do
the tasks in a manner that will be useful to the States.

Sources of Datal/Data |ssues

Maj or data sources for the popul ation estinates were
di scussed at length by project staff and TAG nenbers. Many
data tapes are available to the public. The principal data
source to be used for this study, the Survey of |nconme and
Education (SIE) was reviewed. SIE data are available for
each state.

Further discussion of data issues, including data
limtations and potentials, included the follow ng itens:

* Need estimates of the extent of
underreporting of specific conditions:

— Mental Illness and Mental Retardation
are considered to be underreported

— Children's handi caps are considered to
be underreported

Self reporting of disability vs. proxy
reporting of disability

« Explanation of limtations should be
I ncluded with popul ation estinates

« See Canadi an National, Health Survey and
Kalinmo survey fromFi nland for current
information; also see Survey of Care with
maj or international conparisons by Kohn &

Wi te
 Consider the potential msuses of statistics

e Children with mld limtations nmay be
over | ooked

e (Conpare data with P.L. 94-142 data

« Sonme DD Councils are using National figures/
estimates for DD popul ation

-10-



» The effect of capacity for self-direction
and self-care on independent [iving

» The use of "independent living" wth
children: The need to elimnate younger
ages for independent |iving category

e Judging learning difficulty in adults: a
difficult task

* The need to obtain information that is
anrpprlate for a given age level for
clinical decisions

The followi ng potential data sources were |isted by staff
and TAC nenbers:

1

ON oubhwi

Survey of Incone and Education (especially ages
14- 25)

Soci al Security Admi nistration surveys

Soci al Security childhood disability

P.L. 94-142 data

Suppl emental Security Incone data

Data based on major conditions likely to
contribute to DD popul ation

Surveys fromother countries

Survey of institutionalized persons and National
Institute of Mental Health data

9. University of Mnnesota surveys

10. Sone birth cohort studies

11. Maternal and Child Health/Qippled Children's
Services data

12. Foundation for child devel opnent

Maj or éources

5. Qperationalizing the Definition

Participants discussed identifying the key uses and
describing methods for operationalizing the definition. The

oper at i ona

definition, an inportant outcone of the study,

w il be designed to be used by planners, service

provi ders,

and advocates for the disabled. After procedures

for operationalizing the definition are identified,

oper at i onal

questions for planning and programati c pur poses

Wil be developed. Qiidelines for dissemnation to State

officials,

I ncl udi ng basi c screeni ng questions, wll be

avai |l able at the end of the project.

-11-



APPENDI X
(DRAFT: Do not quote or reproduce)

SITEM ST REPCRTS

MASSACHUSETTS NOTE: Confidential summary observations
subject to review by State officials

Prelimnary Overall | npressions:

e Little dramatic inpact overall in the State

« Sone changes taking place in DD system not
necessarily due to new DD definition

« Many agencies feel they are already serving the "DD
popul ation" as defined in the new definition

e Anticipation of increased nunbers of nentally
di sabl ed individuals desiring access to services

* Increasing enphasis on serving the nore severely
handi capped

« State officials feel that criteria for "functional
limtations" and "significant inpairnent” are |acking

Pl aces Vi sited:

Massachusetts DD Counci |

Adm ni stering Agency (Ofice of Secretary of Adm nistra-
tion and Finance, Bureau of Systens Devel opnent)
University Affiliated Facility
II\EﬁdicaidSo' d United Cerebral Pal
i |l eps ciety an ite rebra S
DD Laev )élent er ()I/D&A) Y
Departnent of Mental Health/Mental Retardation
Speci al Education
Massachusetts Rehabilitati on Comm ssion
Federation for Children with Special Needs
Regi onal Representative

| nformati on Gat her ed:

* No state DD legislation

» Massachusetts DD Council established in 1975 by
Executive O der of the Governor
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e Fairly extensive service network includes:
Department of Mental Health
Departnment of Public Health
Departnment of Public Wlfare
Massachusetts Rehabilitati on Conm ssion
Massachusetts Comm ssion for the Blind

Addi tional agencies with sone reponsibility to DD

popul ati on:
Departnment of Education Department of Community
Departnent of EH der Affairs Affairs

Maj or private advocacy organi zations
Epi I epsy Soci ety
Assoclation for Mentally 111 Children
Massachusetts Association for Retarded Gtizens
United Cerebral Pal sy
National Society for Autistic Children
CD Law Cent er

Popul at i on

About 263, 000 DD
1.46% substantially disabled (from State Pl an)
Preval ence rate based on national figures

Counci |

- 36 menbers

- Three slots to fill to achi eve 50/ 50 consuner
guot a

- My or area of Council coordination=Section
504 inplenentation

- Mre attention to the nore severely handi capped

- Substantial disability or limtations is being
determned by self-description

- DD Council would |ike other agencies to "open
up" nore to the DD popul ation

. Cooper ati ng Agenci es

- Sone see a great increase in the popul ation
- Concern about having to share benefits wth new
groups due to broadened popul ation

e The DD Gouncil and Adm ni stering Agency and DD Law

Center see a greater need for outreach into the
commnity as a result of the new definition

-13-



e (Concerns/ Probl ens

1le Council representation/ menbership
-What is a consuner? Wi is Devel opnental |y
D sabl ed?
-How can Councils get a broader base of disabilities
wi thout going into specific categories?
-WI1l the effect of 50% consuner representation
conprom se state agenci es?

2. Concern about greater nunbers to serve with
I nadequate funds (= less for all)

3- P.L. 94-103 was barely off the ground when it was
changed

4. Oiteria for functional limtations and significant
| npai rment are uncl ear

5. The future of DD is uncertain

e Need for Technical Assistance

- Little Federal Assistance received
"Wait and see" attitude
- A need for National direction

MCHCGAN NOTE: Confidential summary observations

Preli

subject to review by State officials
(DRAFT: Do not quote or reproduce)

mnary Overall | npressions:

e Limted initial inpact of new definition

anﬁQ?asing role of mental health services within DD
ie

e Split in level of concern about the new definition
Qeater concern on planning | evel; presents data
pr obl ens
Less concern anong providers; appears to be
useabl e

« Sonme feeling by participants that new definition
has involved political inplications and nay result
in rel abel i ng

« |If new definition noves toward serving _
chronically ill population,it nmay alter staffing
patterns

e Tine frame not realistic—+ntroduction of new
definition will take longer than anti ci pated.
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Pl aces Visited;

DD Pl anni ng Counci | _ . o
Adm ni steri n? ﬁ«zency (CD Services Unit within Dept. of
t
a

Ment al
Vocati onal Reh

ilitation (by tel ephone)

Speci al Education ,

Dept. of Public Health _

P & A system (operated by M chi gan ARC)
UAF (by tel ephone)

Three consuners

Community Mental Health Program

| nformati on Gat her ed;

No state DD | egislation

DD Pl anni ng Council established by action of
Governor; 1s located admnistratively with the

Dept. of Mental Heal t h—but is physically separated,
and the DDPC is semn -aut ononous

DD popul at i on=400, 000
Target group=4% of popul ation

Active service network includes the Departnents of
Soci al Services, Mental Health, and Educati on

Maj or goal s of DDPC include planni ng and
coordi nation, diagnosis and eval uation, and
activities of daily living

DD Council is taking a nore active role
| egi sl atively

DDPC is not particularly concerned about the inpact
of the new definition on Council rmenbership

DDPC woul d like to see an operational definition;
Council is waiting for Federal assistance

Wuld like to include the definition in the speci al
education area

| nterest expressed by sone interviewers on what
happens to the DD person over age 26

Future role of nental health in DD program
considered an inportant factor by nost interviewers

Concern was expressed over denand for services by
enotional ly inpaired individuals
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Attenpt to adopt a uniform assessnment device
(adaptive behavior scale) sparked a legal battle
and tenporarily inhibited use of uniform data

I nstrunents

Vocational Rehabilitation, |ocated in Education
Departnent, will probably shift; nmove from18%to
40% severel y di sabl ed popul ati on

Expected increase in participation of bidding for
DD grants within the State

S ow introduction of new definition; not nuch
concern of inplications expressed by intervi enees
who clained that a functional approach was already,
de facto, in place in the State
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